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tion.	The	aim	of	 this	paper	was	 to	assess	 the	extent	of	public	 involvement,	 expe‐
riences	of	public	advisers	and	resulting	changes	 in	 the	dissemination	of	 the	North	
West	Coast	Household	Health	Survey	(HHS).
Methods: Three	writing	groups	allowed	public	advisers	to	contribute	to	the	dissemi‐












vided	 guidance	 for	 future	 steps.	 Public	 advisers	were	mostly	 positive	 about	 their	
involvement	 in	 the	 dissemination	 of	 the	HHS,	 but	 highlighted	 the	 need	 for	more	
transparency	and	support	from	researchers.
K E Y W O R D S
co‐production,	dissemination,	health,	health	inequalities,	public	involvement,	survey
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1  | INTRODUC TION
Patient	 and	 public	 involvement	 (PPI)	 is	 becoming	 increasingly	 im‐
portant	in	the	design	and	conduct	of	health	research,	and	is	strongly	
recommended	 to	be	an	 integral	part	of	 the	 research	process.1 PPI 
enables	members	of	the	public	with	 lived	experiences	of	a	health‐
care	condition	such	as	dementia	or	service	history	such	as	mental	
health	 treatments	 to	 actively	 shape	 research.	 PPI	 can	 take	 many	
shapes	 and	 forms,	 from	 identifying	 research	 priorities2,3	 to	 devel‐
oping	questionnaires	and	interpreting	and	disseminating	findings.4,5 






The	North	West	 Coast	 region	 contains	 some	 of	 the	most	 dis‐
advantaged	 neighbourhoods	 in	 England.8	 It	 has	 been	 found	 that	









(NIHR)	 Collaboration	 for	 Leadership	 in	 Applied	 Health	 Research	
and	Care	North	West	Coast	(CLAHRC	NWC).	The	survey	examined	
20	 disadvantaged	 neighbourhoods	 and	 eight	 less	 disadvantaged	




neighbourhoods,	 the	objective	of	 the	 survey	was	 to	 assess	health	










Researchers	should	 respond to	 (d)	 the	 issues	raised	by	the	public	
and	indicate	where	changes	have	been	made	to	the	research.	The	
involvement	overall	should	be	as	diverse	 (e)	as	possible	to	ensure	
that	 a	 wide	 range	 of	 opinions	 and	 experiences	 are	 captured	 to	
help	shape	the	research.	Lastly,	researchers	are	accountable	(f)	and	
should	 feedback	on	the	 involvement	 to	 those	who	have	contrib‐
uted	their	time	as	public	advisers	to	the	research.	These	guidelines	
ensure	that	the	input	provided	by	the	public	closes	in	a	full	circle,	
so	 that	public	 advisers	 also	 receive	 some	benefits	 and	 feedback	
from	the	researchers	to	better	understand	how	their	input	has	im‐
pacted	on	the	research.
This	paper	had	 two	aims:	 (a)	 to	 assess	 the	extent	of	public	 in‐
volvement	and	 (b)	 to	explore	the	experiences	of	public	advisers	 in	
the	 dissemination	 of	 the	HHS.	 This	was	 framed	 around	 the	NIHR	
INVOLVE	 guidelines	 on	 public	 involvement1	 and	 by	 assessing	 the	
public	 advisers’	 opinions	 on	 their	 level	 of	 involvement	 via	 a	 focus	
group.	To	date,	there	is	limited	evidence	on	the	level	of	involvement	
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2.2 | Focus group
To	gather	the	experiences	of	members	of	the	public	and	their	levels	




the	 focus	 group	 (three	 female	 and	 two	 male).	 Participants	 were	
asked	in	particular	about	their	activities	in	the	Healthcare	Utilisation	
Group	and	about	their	positive	and	negative	experiences	so	far.	 In	
addition,	 participants	 were	 asked	 about	 whether	 they	 had	 been	
given	sufficient	opportunities	to	be	involved	and	asked	for	recom‐
mendations	 regarding	how	 to	 increase	 their	 involvement	 and	how	
to	 guide	new	public	 advisers	 into	 their	 role.	 The	 focus	 group	was	
audio‐recorded	and	 subsequently	 transcribed,	 and	data	were	ana‐
lysed	 using	 thematic	 analysis15	 by	 two	 members	 of	 the	 research	
team	(CG	and	SH),	who	had	previously	been	trained	 in	conducting	
qualitative	analysis.	Both	researchers	coded	the	data	separately	and	
subsequently	 generated	 final	 codes	 via	 discussion	 and	 agreed	 on	
main	overarching	themes.
3  | FINDINGS
3.1 | The extent of public involvement in the 



























cess,	 such	 as	 interpreting	 findings	 and	 reading	 through	 drafts	 of	




meets	 every	 few	months	 to	 update	 on	 the	 progress	 of	 individual	
analyses	 and	 interpret	 the	 findings,	 lasting	 approximately	90	min‐
utes.	To	date,	a	total	of	19	writing	group	meetings	have	taken	place.
Within	the	writing	groups,	public	advisers	engaged	in	a	wide	range	
of	 activities	 related	 to	 analysis	 and	 dissemination.	 During	 research	
































To	ensure	 that	public	advisers	not	only	contributed	 to	 the	dis‐
semination	event,	but	were	also	supported	to	form	an	active	part	of	
the	event	itself,	one	public	adviser	gave	a	talk	about	his	experiences	
of	being	 involved	 in	 the	HHS.	For	 this	purpose,	 the	public	adviser	
was	guided	on	how	to	give	a	presentation	and	ensure	he	felt	confi‐
dent	in	doing	so.
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At	 the	 workshop,	 people	 were	 provided	 with	 topics	 from	 the	









that	 could	either	be	explored	with	 the	existing	data	 from	Wave	1	




focusing	on	 the	 policy	 implications	 for	mental	 health.	 Specifically,	





implications	 for	 practice	 and	 policy,	 attendees	 unanimously	 rec‐













glected,	 priority	 in	 research.	With	 some	 of	 the	 analyses	 currently	
on‐going,	and	some	of	the	first	findings	emerging,	attendees	of	the	





will	 need	 to	 be	 guided	 further	 by	 close	 co‐production	 with	 local	
public	 advisers	 and	 relevant	 organizations.	 Whilst	 the	 CLAHRC	
NWC	ensures	 that	 all	 findings	 are	 accessible	 and	 disseminated	 to	
the	wider	public,	 for	example	 in	 the	 form	of	 lay	handouts	and	so‐
cial	media	stories,	attendees	wanted	the	findings	to	have	an	impact	
on	policy	and	to	be	 implemented	 in	their	 local	neighbourhoods.	 In	
sum,	 there	was	a	desire	among	attendees	 to	 find	a	better	balance	
between	understanding	phenomena	and	focussing	on	implementa‐
tion	in	communities.
To	 ensure	 transparency,	 attendees	 were	 informed	 of	 the	 out‐
comes	of	the	workshop	via	email	and	were	informed	how	their	ideas	
and	 thoughts	 are	 being	 addressed	 in	 the	 next	 step	 of	 the	 survey.	
By	actively	making	changes	to	the	dissemination	of	the	HHS,	their	
thoughts	were	respected.
3.4 | The experiences of public advisers in the 
dissemination of the HHS
At	the	focus	group,	public	advisers	shared	their	experiences	of	being	
involved	 in	 the	 dissemination	 of	 the	 HHS	 findings.	 All	 attendees	
were	part	 of	 a	writing	 group,	 and	 all	 had	 attended	 the	workshop.	














gives	me	positivity	 in	 so	many	different	ways,	 like	 I	
meet	different	people.	It	gives	me	confidence.	I	can't	
speak	 much	 but	 it	 gives	 me	 confidence	 gives	 me	 a	
positive	influence.		 (P2)
I'm	 really	 enjoying	 it	 and	 its	 bringing	 like	 you	were	
saying	different	skills.		 (P5)













When	some	newcomer	 is	 joining	our	 team	we	need	
to	tell	them	what	they're	going	to	do	because	for	me,	
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when	I	joined	it	I	don't	know	what	to	do.	If	there's	a	
buddy	 system	 so	we	 need	 to	 tell	 them	 ok	 this,	 this	
thing	and	you	need	to	[…]	you	know	tell	them	what	are	
you	going	to	do	here.		 (P4)
they	may	 need	 support,	 they	may	 need	 some	 guid‐













[…]	 ‘this	 is	the	objective’,	this	 is	what	we're	trying	to	
achieve	overall	and	where	this	study	will	go	towards	








of	 the	HHS.	 Findings	 showed	 that	 public	 involvement	was	 overall	
considered	positive	and	beneficial	to	the	overall	dissemination,	high‐
lighting	how	public	advisers	felt	supported	and	respected,	and	how	








backgrounds	 to	 become	 involved.	 A	 previous	 evaluation	 of	 public	
involvement	 in	a	 large	5‐year	 long	 research	project	has	highlighted	
how	 important	 it	 is	 to	have	more	 social	 diversity	within	 the	public	
advisers.16	Whilst	we	only	had	two	public	advisers	from	minority	eth‐
nic	backgrounds,	these	public	advisers	have	contributed	significantly	
to	 shaping	 the	dissemination	 to	date.	 In	 future,	we	need	 to	ensure	
to	 recruit	more	members	 of	 the	 public	 from	 diverse	 backgrounds.	







the	 beginning	 of	 their	 involvement.	 As	 a	 result	 of	 this	 feedback,	
we	are	planning	on	setting	up	a	buddy	system,	as	suggested	in	the	
focus	 group,	 for	 future	 public	 advisers.	 This	 is	 also	 corroborated	
by	 a	 recently	 published	model	 on	 public	 involvement	 in	 dementia	
research,17	 which	 clearly	 highlights	 various	 ways	 in	 which	 people	
with	 dementia	 specifically	 (or	 generally	 public	 advisers)	 should	 be	
involved	 with	 research.	 In	 particular,	 the	 authors,	 which	 included	
three	independent	groups	of	people	living	with	dementia,	and	thus	








England,	 suggesting	 that	 researchers	 need	 to	 provide	more	 feed‐




Lastly,	 by	 addressing	 the	 expressed	 wishes	 for	 further	 sup‐
port	 as	 well	 as	 the	 outcomes	 of	 the	 workshop	 and	 focusing	 on	
implementing	the	findings	in	the	local	communities,	we	aim	to	be	
responsive	 by	 taking	 action	 on	 public	 adviser	 recommendations,	





previous	 public	 involvement	 activities	 across	 health	 research.19 
In	particular,	 the	workshop	has	provided	several	 steps	 to	be	un‐
dertaken	 simultaneously.	 First,	 attendees	 recommended	 to	 hold	




ability	 of	 this	 survey.	 Second,	 the	 present	 research	 suggests	we	
need	to	prioritize	specific	analyses	as	recommended	by	workshop	
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time	 constraints.	 Therefore,	 findings	 on	 the	 experiences	 of	 public	
















prioritized,	 how	 to	 maximize	 public	 involvement	 and	 satisfaction	
with	 their	 involvement	 and	 how	 we	 can	 improve	 co‐production	
practices	in	relation	to	research	dissemination,	thereby	addressing	
a	previously	identified	gap	on	the	impact	of	public	involvement	in	
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